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The future
belongs
to those

who believe
in the

beauty
of their
dreams.

Eleanor Roosevelt



In 2015 as we wrapped up celebrating our 40th anniversary, 
the Tuberous Sclerosis Alliance (TS Alliance) began to set 
the stage for the next decade of TSC research and support. 
In 2016, with this foundation in place, we began rewriting 
the script on this disease and redefining what a patient-
focused nonprofit can accomplish. 2016 demonstrated the 
only limit to what we can achieve is our own imagination. 

So in the spirit of the founding mothers who refused to 
accept the status quo, the TS Alliance dared to imagine 
preventing the worst manifestations of TSC, creating a 
global network of support, and ensuring everyone with 
TSC has access to the resources they need to attain the 
highest quality of life.  

Some 2016 highlights included:

	 •	 The	Clinical	Research	Consortium	started	making	
history with the PREVeNT clinical trial—preventing 
epilepsy using vigabatrin in infants with tuberous 
sclerosis complex.  PREVeNT is the first-ever 

  preventative trial in the United States for any form 
  of epilepsy and began enrolling participants in 

December 2016.  
	 •	 Three	pharmaceutical	companies	joined	the	
  organization’s Preclinical Consortium in 2016. 
  The consortium initiated epilepsy experiments in 

August 2016.
	 •	 The	TS	Alliance	announced	the	creation	of	the	Engles	

Collaborative Research Fund, following a pledge of 
$1.5 million by Gregg and Molly Engles through the 
Engles Family Foundation. The pledge also prompted 
the creation of the TS Alliance President’s Council.

	 •	 In	celebration	of	TSC	Global	Awareness	Day	on	
  May 15, Tuberous Sclerosis Canada Sclérose 

Tubéreuse (TS Canada ST) and the TS Alliance 
announced	a	joint	partnership	to	enhance	

  community support, clinical care and research 
  efforts in North America.
	 •	 On	December	14,	2016,	the	TS	Alliance	launched	
  its redesigned website, tsalliance.org. The new site 

features an easy-to-navigate interface with content 
developed for specific audiences, including newly 
diagnosed families and individuals, healthcare 
professionals, researchers and donors. The website 
was also created with responsive design to allow for 
easy viewing on phones, tablets and other mobile 
devices.

	 •	 In	partnership	with	The	LAM	Foundation,	the	
  TS Alliance hosted three Regional TSC Conferences 

held	in	Nashville,	TN;	Seattle,	WA;	and	Cleveland,	OH	
with 180 combined attendees.

This annual report provides an overview of the organization’s 
efforts and achievements in 2016, and while much work 
remains in our quest to better the lives of everyone affected 
by tuberous sclerosis complex, the TS Alliance knows we are 
building a brighter future together with our community, 
partner organizations and other supporters.

About the
Tuberous Sclerosis Alliance
The Tuberous Sclerosis Alliance is dedicated to finding a cure 
for tuberous sclerosis complex (TSC) while improving the lives 
of those affected by:
	 •	 Developing	programs,	support	services	and	resource	
  information;
	 •	 Stimulating	and	sponsoring	research;	and
	 •	 Creating	and	implementing	public	and	professional	
  educational programs designed to heighten awareness 
  of the disease.

With these goals in mind, the TS Alliance is the only 
organization able to rally the financial resources, the research, 
the partnerships and the sheer will of TSC-affected families 
and individuals to work toward a future in which no one has 
to endure the devastating effects of TSC.

What is
Tuberous Sclerosis Complex?
Tuberous sclerosis complex–or TSC–is a genetic disorder that 
causes tumors to form in vital organs, primarily the brain, 
eyes, heart, kidney, liver, skin and lungs. TSC is a highly 
variable disease. Some people with TSC live independent, 
healthy	lives	and	enjoy	challenging	professions	such	as	
doctors,	lawyers,	educators	and	researchers.	Others	with	the	
disease often experience uncontrollable seizures, autism, 
heart disease, learning and behavioral problems, facial 
disfigurement, kidney failure and, sometimes, even death. 

In addition, TSC is the leading genetic cause of both autism 
spectrum disorder and epilepsy. Up to 50 percent of people 
with TSC develop autism, while about 85 percent experience 
seizures at some point during their lives. Approximately 
80 percent of those with TSC develop kidney lesions.

While there is currently no cure, this annual report shows why 
so much hope is on the horizon for anyone touched by TSC. 
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Expanding TSC Research
The TS Alliance’s Research Program 
stimulates and supports basic, 
translational, and clinical research on 
the various manifestations of tuberous 
sclerosis complex (TSC) to further the 
development of clinical therapies and, 
ultimately, a cure for TSC. The TS Alliance 

has funded more than $19.7 million in research on 
TSC	since	1984.	Directed	by	Steven	L.	Roberds,	PhD,	
Chief	Scientific	Officer,	the	TS	Alliance	Research Grants 
Program funds research focused on TSC proposed by 
researchers and aligned with the research priorities of 
the TS Alliance.  Collaborations between basic and 
clinical researchers are encouraged and fostered, for 
example, by biennial International TSC Research 
Conferences.

In 2016 the TS Alliance Research Grants Program funded a 
total of 15 research awards for $887,095. The TS Alliance 
continued to support eight research grants awarded in 
previous years.  Additionally, seven new research awards 
were funded beginning in 2016 to: 

	 •	 Dr.	Heng-Jia	Liu	(Brigham	and	Women’s	Hospital)	for	
  a postdoctoral fellowship to study T-cell dysfunction 
  in TSC;
	 •	 Dr.	Peter	Davis	(Boston	Children’s	Hospital)	to	study	
  brain network biomarkers of epilepsy in TSC;
	 •	 Dr.	Jonathan	Lipton	(Boston	Children’s	Hospital)	to	
  study the circadian clock as a capacitor for TSC-
  related phenotypes;
	 •	 Dr.	Mark	Nellist	(Erasmus	Universitair	Medisch	
  Centrum Rotterdam) to functionally characterize 
  TSC1 and TSC2 variants associated with TSC;
	 •	 Dr.	Carmen	Priolo	(Brigham	and	Women’s	Hospital)	
  to study the lysophosphatidic acid pathway in TSC;
	 •	 Dr.	Peter	Tsai	(University	of	Texas	Southwestern	
  Medical Center) to study the impact of cerebellar-
  medial prefrontal cortical circuits in TSC; and
	 •	 Dr.	Darcy	Krueger	(Cincinnati	Children’s	Hospital	
  Medical Center) to develop a clinical protocol to 
	 	 test	the	ability	of	mTOR	inhibitors	to	prevent	
  manifestations of TSC.  

Implemented in 2006, the TSC Natural 
History Database captures clinical data to 
document the impact of the disease on a 
person’s health over his or her lifetime. As 
of December 2016, 2,070 people with 
tuberous sclerosis complex were enrolled in 

the	project	from	among	18	U.S.-based	sites.	The	TS	Alliance	
provides funding to participating clinics to perform data entry, 
monitors the integrity of the database, and makes data 
available to investigators to answer specific research questions 
and identify potential participants for clinical trials and 
studies. In 2016, the TS Alliance invested $431,054 in the TSC 
Natural	History	Database	and	implemented	sub-projects	on	
renal angiomyolipomas and subependymal giant cell astrocy-
tomas (SEGA) to address detailed questions about these life-
threatening manifestations of TSC. A contract with Novartis 
executed in November 2012 was extended to provide the 
TS Alliance with funding to enhance and grow the depth of 
data	in	the	TSC	Natural	History	Database	through	2018.

  
The TSC Biosample Repository is a TS Alliance-
directed	project	initiated	in	2014	that	will	
impact research over the next ten years or 
more.		High-quality	biosamples	such	as	blood,	
DNA, and tissues linked to detailed clinical data 

are required for researchers to understand why TSC is so 
different from person to person.  Such samples are currently 
unavailable, and the TS Alliance’s Science and Medical 
Committee identified this as a gap that can only be filled 
effectively with leadership of the TS Alliance, guided by a 
steering committee of clinicians and researchers. Samples 
in the repository are linked to detailed clinical data in our 
existing	TSC	Natural	History	Database	and	are	available	to	
qualified researchers worldwide. Samples are housed at 
and distributed from the Van Andel Institute in Grand Rapids, 
MI,	under	control	of	the	TS	Alliance.	The	TSC	Biosample	
Repository has collected 176 blood samples from voluntary 
participants	enrolled	in	the	TSC	Natural	History	Database	
at	Texas	Scottish	Rite	Hospital,	Nicklaus	Children’s	Hospital	
in Miami, and Minnesota Epilepsy Group, and from Rare 
Diseases Clinical Research Network (RDCRN) participants 
at	Boston	Children’s	Hospital,	Cincinnati	Children’s	Hospital,	
the	University	of	Alabama	at	Birmingham,	University	of	
Texas	Health	Science	Center	at	Houston,	and	the	University	
of	California,	Los	Angeles	(UCLA).	The	Biosample	Repository	
is generously supported by The Cowlin Foundation, Engles 
Family Foundation on behalf of Engles Collaborative 
Research	Fund,	Jim	and	Andrea	Maginn,	and	William	Watts.
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Dr.	Joyce	Wu	and	and	Dr.	Aria	Fallah	of	UCLA
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The TSC Preclinical Consortium enables 
prioritization of candidate treatments 
based on comparing head-to-head 
data using consistent animal models 
and rigorous testing procedures. The 
TS Alliance is ideally positioned to 
drive this collaboration—with input 

from academic, regulatory, and industry stakeholders—by 
maintaining constant focus on the needs of people with 
TSC. The TS Alliance obtained licenses to use specific 
TSC mouse models for experiments carried out by 
the Preclinical Consortium, and all mouse license 
agreements include the rights for the TS Alliance to 
perform experiments under contract for commercial 
entities. This ensures data generated by the Preclinical 
Consortium can be used to accelerate the development 
of new treatments by commercial entities as well as 
academic investigators.  Three pharmaceutical 
companies	joined	the	Preclinical	Consortium	in	2016.	
Additionally, four other companies have expressed 
serious interest. The consortium began running epilepsy 
experiments in August 2016 at a contract research 
organization, PsychoGenics, Inc. The TSC Preclinical 
Consortium is supported by The Cowlin Foundation 
and Engles Family Foundation on behalf of Engles 
Collaborative Research Fund.

The TS Alliance continued to be a key part 
of the TSC Clinical Research Consortium 
although only a small amount of TS Alliance 
financial support was required because of the 
consortium’s success in obtaining National 

Institutes	of	Health	(NIH)	funding.		Now	consisting	of	seven	
sites—Boston	Children’s	Hospital,	Cincinnati	Children’s	
Hospital,	the	University	of	Alabama	at	Birmingham,	the	
University	of	Texas	Health	Science	Center	at	Houston,	
UCLA,	Stanford	University,	and	Minnesota	Epilepsy	Group—
the consortium has received $29 million in competitive 
grant	funding	from	the	National	Institutes	of	Health	(NIH)	to	
support clinical studies in TSC.  The Clinical Research 
Consortium is making history with the PREVeNT trial—Pre-
venting epilepsy using vigabatrin in infants with tuberous 
sclerosis complex.  PREVeNT is the first preventative trial for 
any form of epilepsy in the United States and began 
enrolling participants in December 2016.  The PREVeNT trial 
builds directly upon the Consortium’s first clinical study from 
which interim results have been published showing all 
infants who developed abnormal activity on EEGs went on 
to experience seizures.  This trial will determine whether 
treatment with vigabatrin prior to the onset of clinical 
seizures in TSC is beneficial to children’s developmental and 
neurologic outcomes. The TS Alliance’s Chief Scientific 
Officer	serves	on	the	consortium’s	leadership	team.

Dr.	Elizabeth	Henske	receives	the	
American Thoracic Society (ATS) 

Public Advisory Roundtable (PAR) 
Excellence Award from TS Alliance,
The	LAM	Foundation	and	ATS	PAR

representatives

Dr. Andrew Tee’s video update on progress made from the #IAMTSC | We Are TSC 
50K	Crowdfunded	Research	Challenge

The PREVeNT trial tests the intriguing 
hypothesis that by intervening before 
clinical symptoms appear we might 
change the course of TSC’s neurologic 
manifestations. This would be truly 
exciting.

Walter	Koroshetz,	MD,	Director	of	the	National	Institute	of	
Neurological Disorders and Stroke

“



Providing Outreach
and Support
Our	Outreach	Department	develops	programs	and	services	
that provide individuals with TSC direct access to information, 
resources, and specialists experienced in the diagnosis, 
treatment and management of TSC.  

The	Outreach	Department	provided	direct	support	and	
resources to 3,307 individuals and families dealing with TSC 
throughout	2016.	The	Vice	President	of	Outreach	attended	
65 school meetings (IEPs, Evaluation Team Meetings, 504 
Plan Meetings, Resolution Meetings, and Mediations) in 
person,	through	SKYPE	or	Facetime,	and	via	conference	
calls to support families in attaining educational services for 
their children throughout the country. In 2016, 24 Educational 
Liaison	volunteers	worked	in	24	states	to	connect	families	
to free educational advocacy trainings in collaboration with 
the states’ Parent Training and Information Centers. As a 
result, more than 2,344 free parent trainings/webinars 
on educational advocacy were offered to families dealing 
with educational issues for their children. In addition, the 
Educator Mentor Program supported 89 school systems in 
understanding the learning needs of children with TSC. 

Through a network of 37 volunteer branches of the 
organization, called Community Alliances, local education 
and support group meetings were held throughout the 
country. Through these Community Alliances, the TS Alliance 
hosted 76 educational meetings and gatherings. Among these 
76	meetings	was	a	13-meeting	Town	Hall	educational	series.	
The series highlighted transition services offered by The Arc.   
These	Town	Hall	meetings	were	hosted	in	TSC	clinics	and	
other venues across the United States with 160 people 
attending.	One	new	Community	Alliance,	the	TS	Alliance	
of	Kentucky/West	Virginia,	was	added	in	2016.	

The TS Alliance facilitated 13,540 peer-to-peer supports 
from Adult Regional Coordinators, Clinic Ambassadors and 
Dependent Adult Transition Resource Coordinators and 
through Community Alliance meetings.

In	partnership	with	The	LAM	Foundation,	the	TS	Alliance	
hosted three Regional TSC Conferences held in Nashville,
TN;	Seattle,	WA;	and	Cleveland,	OH	with	180	combined	
attendees. These conferences brought together individuals, 
parents, caregivers and members of the medical community 
to provide the most up-to-date information so parents and 
adults with TSC can make informed decisions when evaluating 
treatment options. The one-day symposiums offered 
educational outreach, information on the latest treatments 
in TSC, research updates, and support options. They featured 
the region’s top experts and provided attendees the 
opportunity to have one-on-one meetings with these 
experts in a nurturing, supportive environment. Regional 
TSC Conferences provide much-needed forums for the 
growing number of people facing the daily challenges of TSC.

Increasing Awareness
The TS Alliance diligently works to heightens awareness of 
TSC throughout the general public to broaden the scope 
of support and understanding beyond TSC individuals 
and their families. During 2016, the TS Alliance produced 
three issues of its national magazine, Perspective, which is 
mailed to 15,000-plus constituents as well as posted on 
the website.  

The TS Alliance’s website increases awareness and 
provides extensive education through an average of 
more than 40,000 unique visitors each month; the 
site was completely redesigned in 2016 and launched 
December 14. The TS Alliance also relies heavily on social 
media to educate constituents and promote new 
resources and events.  Its Facebook Group boasts more 
than 7,800 members, while its Twitter account has 
1,600-plus followers and Inspire boasts 4,411 participants 
from 103 countries.  
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The TS Alliance facilitated 13,540 
peer-to-peer supports from Adult 
Regional Coordinators, Clinic 
Ambassadors and Dependent Adult 
Transition Resource Coordinators 
and through Community Alliance 
meetings.

“
Adult	Regional	Coordinators	Rob	and	Shannon	Grandia,	Jake	Irby,	Brooke	Simsa	
and	Seth	Fritts	with	Vice	President	of	Outreach	Dena	Hook	at	the	March	on	
Capitol	Hill



To increase public awareness, the TS Alliance once again 
participated in TSC Global Awareness Day on May 15 as 
well as TSC Awareness Month throughout May; a TSC 
Global Awareness Day news release garnered 13.6 million 
impressions.  

The TS Alliance again heavily promoted Infantile Spasms 
Awareness Week with 16 partner organizations, December 1 
to 7. This awareness campaign included social media, 
advertising to first line physicians and parents, and a media 
tour. Facebook advertising to reach misdiagnosed or those 
seeking a diagnosis reached 272,936 people. Advertising 
to first line physicians included an American College of 
Emergency Physicians newsletter ad with 37,249 
subscribers and an American Academy of Pediatrics 
News ad reaching 64,805 readers. The satellite media 
tour	featured	Dr.	Martina	Bebin	and	Hope	Award	Winner	
Ellen Wehrman with 33 aired interviews (21 TV/12 radio) 
reaching a total audience of 6.1 million (309,712 broadcast 
and 5,801,947 radio).

Educating
Healthcare Professionals
Professional Education expands programs to target 
researchers and healthcare providers caring for individuals 
with TSC, medical students, genetic counselors and 
educators to minimize the consequences of ignorance 
and misinformation.   

The TS Alliance participated in and presented at 27 
professional meetings including: The Child Neurology 
Society	Meeting;	LAMposium	and	the	LAM	and	Rare	
Lung	Disease	Conference;	World	Orphan	Drug	Congress;	
Association of Clinical Research Professionals Conference; 
Interagency Collaborative To Advance Research In Epilepsy 
(ICARE); FDA Patient Engagement Workshop; Partners 
Against Mortality in Epilepsy (PAME) Conference; 2016 
Vancouver	TSC	Educational	Conference	in	British	Columbia;	
The NINDS Nonprofit Forum; Disability Policy Seminar; the 
Indication	Expansion	and	Drug	Repurposing	Summit;	CBI’s	
Patient Registries Summit; 3rd Rare Disease Collaborative 
Summit	hosted	by	EXL	Events;	Society	for	Neuroscience	
Annual	Meeting;	BIO	Patient	and	Health	Advocacy	Summit;	
NORD	Summit;	the	International	TSC	Research	Conference	
in Portugal; and the American Thoracic Society meeting. 
In addition, at the American Epilepsy Society (AES) annual 
meeting the TS Alliance hosted an Infantile Spasms 
Awareness Innovation Pavilion exhibit and a TSC reception 
for more than 100 researchers, clinicians, and community 
members. The TS Alliance also participated in two Special 
Interest Group scientific sessions, one on TSC and another 
on research resources made available by nonprofit 
organizations advocating for rare disorders that involve 
epilepsy. 
  
Further,	the	Vice	President	of	Outreach	has	ongoing	
partnerships with national educational networks, such as 
the	Association	for	Middle	Level	Education	(AMLE)	and	
The Arc of the United States. She also collaborates with 
Parent Training Information Centers (PTIs) throughout the 
country.  Providing children with appropriate education is 
one key to individuals having a good quality of life.  
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2016	Infantile	Spasms	Hope	Award	recipient	Ellen	Wehrman	with	TS	Alliance	
President	&	CEO	Kari	Luther	Rosbeck	and	Child	Neurology	Foundation	Executive	
Director	Amy	Brin	Miller,	MSN,	MA,	PCNS-BC	

Drs.	Kevin	Ess	and	Lisa	Young	pose	with	TS	Alliance	and	The	LAM	Foundation	staff	at	
the TSC Regional Conference in Nashville, TN



Advocating at the 
Federal and State Level
The organization’s government advocacy efforts focus 
on educating members of Congress about TSC to further 
TSC research, awareness and clinical care. The annual 
TS Alliance March on Capitol Hill to advocate for federal 
funding for the Tuberous Sclerosis Complex Research 
Program (TSCRP) at the Department of Defense’s (DoD) 
Congressionally Directed Medical Research Program 
(CDMRP) took place in early March 2016.  More than 100 
members of the TSC community participated and asked 
their senators and representatives to sign onto Dear 
Colleague letters in support of the TSCRP. Many other 
advocates who were not able to travel to Washington, DC 
met with their senators and representatives back in their 
home states to make the case for continued funding. In the 
House,	165	Democratic	and	Republican	Representatives	
signed a bipartisan Dear Colleague letter of support from 
Representatives	Loretta	Sanchez	(D-CA)	and	Mike	
Fitzpatrick (R-PA).  The Senate letter was sponsored by 
Senators	Chris	Murphy	(D-CT)	and	Johnny	Isakson	(R-GA)	
and ended with 25 signatures. 

In	FY2016,	the	TSC Research Program (TSCRP) at the 
CDMRP received a $6 million appropriation, bringing the 
cumulative funding to $65 million since 2002 as a result 
of	our	successful	grassroots	efforts.	Funding	for	FY2017	
was	still	pending	on	Congress	passing	the	FY2017	budget	
as	of	December	31,	but	was	included	in	the	House’s	2017	
Defense Appropriations Act at $8 million. The $2 million 
increase over past years is due to an amendment put forth 
by	Rep.	Fitzpatrick	during	the	House	floor	debate	on	the	
Defense	Appropriations	Act	on	June	15,	2016.	

Research performed through this program has recently led 
to additional clinical trials including determining if imatinib, 
a drug FDA-approved for cancer, can safely improve levels 
of VEGF-D, a biomarker of lymphangioleiomyomatosis 
(LAM),	a	life-threatening	lung	manifestation	of	TSC,	funded	
in	FY2013	(the	most	recent	year	for	which	awards	have	
been announced); testing a combination of two drugs to 
treat	LAM	funded	in	FY2012;	a	multi-site	clinical	trial	testing	
the efficacy of an experimental topical rapamycin cream to 
treat the disfiguring facial tumors, called facial angiofibro-
mas,	caused	by	TSC	funded	in	FY2010;	a	clinical	research	
network was created to test potential new therapies, to 

validate biomarkers, and to learn the natural history of 
leading	to	a	clinical	trial	funded	in	FY2012.		Building	upon	
FY2010-funded	research	on	glutamate	receptors	(mGluR5),	
several companies are now looking at the link between 
cognitive impairments in TSC to autism, anxiety, and other 
mental disorders. The TSCRP has also funded research to 
develop animal models of TSC that have seizures, enabling 
a	better	understanding	of	the	etiology	of	TSC.	Based	on	data	
from TSCRP-funded animal models of TSC that have 
seizures and share pathology related to that of traumatic 
brain	injury,	an	industry-sponsored	clinical	trial	demonstrated	
the	effectiveness	the	mTOR	inhibitor,	everolimus,	at	treating	
epilepsy in many individuals with TSC. None of this progress 
would have been possible without the critical support 
provided through the TSCRP.

Additional Government Relations efforts included a 
Congressional Briefing	on	Capitol	Hill	on	March	2,	2016.		
Congressional staff and key members of the TSC research 
and grassroots communities attended the event, with Shelly 
Meitzler giving a moving personal testament to the value of 
TSC research through the CDMRP.

Establishing Global Alliances
Officially	launched	in	2014	with	the	TS	Alliance	of	Israel,	the	
Global Alliance program fosters stronger links between the 
TS Alliance, communities and individuals around the world. 
A Global Alliance is a structured group of empowered and 
caring volunteers who work closely with the TS Alliance to 
facilitate local connections for individuals and families 
affected by TSC, raise revenue and increase awareness 
while supporting the mission of their organization.

On	May	15,	2016,	in	
celebration of TSC 
Global Awareness 
Day, Tuberous 
Sclerosis Canada 
Sclérose Tubéreuse 
(TS Canada ST) 
and the TS Alliance 
announced they 
joined	in	a	partnership	
that will enhance 
community support, 
clinical care and 
research efforts in North America. The TS Alliance will 
provide a variety of services to TS Canada ST to build on 
their exceptional reputation of constituent support, ranging 
from educational conferences to global clinical trials 
education and recruitment to designation of TSC Clinics to 
helping identify and serve a wider constituency. TS Canada 
ST will also have one ex-officio position on the TS Alliance 
Board	of	Directors.

In December, the TS Alliance signed Global Alliance 
agreements with TS Alliance Mexico and TS Alliance 
Foundation based in Thailand.
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Community volunteers at the 2016 Volunteer Appreciation Dinner

TS Alliance of Israel board members with TS Alliance 
staff and President of the TS Alliance of Mexico at the 
Western	Wall	in	Jerusalem



Raising Funds to 
Support Our Mission
The TS Alliance’s ability to achieve our lofty ambitions is made 
possible through the tenacity and heartfelt dedication of the 
TSC community. Whether by supporting TS Alliance national 
events, raising awareness at walks across the country or holding 
community fundraisers, our loyal supporters continue to 
champion our shared cause and their donations, large and small, 
drive our ability to provide resources and support to everyone 
affected by TSC. Furthermore, the incredible generosity of TSC 
community members continues to inspire the TS Alliance to 
create new initiatives to accelerate current research efforts and 
truly drive the next generation of breakthroughs.

The TS Alliance President’s 
Council was introduced following 
a pledge of $1.5 million by 
Gregg and Molly Engles through 
the Engles Family Foundation 
on behalf of Engles Family 
Collaborative Research Fund. The 
President’s Council, comprised of 
members of families impacted by 
TSC, works with the President & 
CEO	and	Board	of	Directors	to	
drive research forward through 
significant contributions given 
and/or solicited to the Unlock the Cure — Accelerate, Collaborate, 
Target (ACT) Now! campaign. The President’s Council differs 
from	the	TS	Alliance	Board	of	Directors	in	that	members	have	
no fiduciary responsibility for the organization and advice is 
non-binding.	However,	their	counsel	and	assistance	in	raising	
substantial capital for the organization will have a profound 
impact on exceeding Unlock the Cure aims.

The President’s Council exists to dramatically advance scientific 
progress by ensuring resources exist to make strategic results 
possible, thereby improving the quality of life for those living 
with the disease today and in future generations. Members of 
the President’s Council are tasked with the following:
	 •	 Give	or	get	a	minimum	gift	of	$100,000	per	year	for	
  two years to fuel Unlock the Cure – ACT Now!
	 •	 Identify	potential	individual,	corporate	or	foundation	
  donors.
	 •	 As	needed/necessary	make	introductions	or	schedule	
  appointments with contacts to discuss research 
  opportunities. 
	 •	 Review	Unlock the Cure – ACT Now! fundraising materials.
	 •	 Work	with	TS	Alliance	staff	in	generating	tailored	
  requests based on donor interests or requirements.
	 •	 Help	to	identify	other	potential	sources	or	strategies	
  effective in obtaining federal or state research funds 
  and making personal calls and introductions.

Current TS Alliance President’s Council Members include: 
Gregg and Molly Engles, Engles Family Foundation on behalf 
of Engles Collaborative Research Fund, and William Watts.

Unlock the Cure - ACT Now! in its second year of phase 
two raised $3,628,673. The Unlock the Cure campaign 
helped the TS Alliance develop a Drug Screening Pro-
gram, identify biomarkers, develop a Clinical Research 
Consortium,	expand	the	TSC	Natural	History	Database,	
and increased support for the TS Alliance Research Grants 
Program. The next phase will continue to expand on these 
efforts	and	add	additional	focus	to	developing	a	Biosam-
ple Repository, Preclinical Consortium and preventative 
treatments for TSC.

Special Events
In 2016, special events netted $1,361,359 representing 
26% of the organization’s overall revenue. A few highlights 
include:
 
Comedy for a Cure® Hollywood celebrated its 15th 
anniversary in 2016 at the Globe Theatre at Universal 
Studios	Hollywood,	and	raised	$199,449.	The	evening	
featured	fabulous	music	from	Chris	Hawkey,	Kat	Perkins	
and Eric Warner followed by hilarious performances by 
Wendy	Liebman	and	Bobby	Collins.	We	were	also	joined	
by	our	gracious	Honorary	Chair	Jim	O’Heir	and	Emcee	
Alex Skuby. The TSC community is so fortunate to have 
such a fantastic group of celebrity supports who continue 
to champion our cause. We were humbled to present the 
Courage	in	Leadership	Award	to	Barbara	O’Neill	and	her	
daughter,	Dawn	O’Neill	Redfield,	and	their	families	for	
their	incredible	contributions.	Honoree	Tributes	were	
given	to	Mo	Collins	and	Ken	Kocher	for	their	years	of	
commitment to TSC. The event was dedicated Dee 
Triemer, a TSC mom, advocate and staff member who 
lost her battle with cancer in 2015. We thank all our 
partners for making the evening possible and helping 
raise $196,000 including the fabulous Comedy for a 
Cure planning committee, auctioneer Sean Endicott, 
Ingram	Design	Studio,	Traci	Hoffberg	Events	and	Tom	
Bercu	Presents,	as	well	as	our	incredible	major	sponsors	
including	Lundbeck,	Mallinckrodt,	MarketCast,	Novartis,	
Variety,	C&C	Market	Research,	CVS	Health,	Emily’s	
Family	&	Fan	Club	-	the	Szilagyi	Family,	Hallett	Family	
Foundation,	The	Family	of	Brandon	Kocher,	The	Maginn	
Family, WNC & Associates Inc., Warren and Diane 
Burgess,	David	and	Cathy	Krinsky,	Richard	and	Lauren	
Packard,	Edina	Kiss,	LIDS,	MyCupCounts.org	and	Tom	
Bercu	Presents.
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Performers	and	celebrity	supporters	Shane	Brady,	Kat	Perkins,	Alex	Skuby,	
Mo	Collins,	Jim	O’Heir,	Wendy	Liebman	and	Chris	Hawkey	at	the	15th	annual	
Comedy for a Cure

Gregg and Molly Engles and family



The LIDS Step Forward to Cure TSC® walks took place in 34 
cities across the United States and collectively raised 
$1,052,858,	and	the	TS	Alliance	was	thrilled	to	have	LIDS	as	
our title sponsor. The walks are both fundraisers and community 
gatherings and it is inspiring to see the TSC community support 
these events and share their experiences on social media and 
with	incredible	news	coverage	in	some	areas.	Julianne	Moore	
once	again	served	as	our	National	Honorary	Chair	with	support	
provided	by	national	sponsors	Lundbeck,	Novartis,	LIDS,	
GW	Pharmaceuticals,	Pillar	Hotels	and	Resorts,	MetLife	Center	
for Special Needs Planning and MyCupCounts.org.

The LIDS Step Forward to Cure TSC® National Walk on the 
Mall took place at the National Sylvan Theater raising more 
than $87,000 while also increasing awareness of TSC in our 
nation’s capital. This walk was a great success thanks to the TSC 
community	and	the	generous	support	from	LIDS,	Lundbeck,	
Novartis,	GW	Pharmaceuticals,	Pillar	Hotels	and	Resorts,	
Metlife Center for Special Needs Planning, MyCupCounts.org, 
Cavarocchi	Ruscio	Dennis	&	Associates,	SAIC,	Buffalo	Wild	
Wings and Caribou Coffee.

Sound Bites was held in Golden Valley, Minnesota and featured 
an	evening	of	food,	wine	and	music.	Guests	enjoyed	an	intimate	
acoustic	concert	with	Chris	Hawkey,	Kat	Perkins,	Eric	Warner	and	
Gunnar	Nyblad,	and	we	were	thrilled	to	have	Jim	O’Heir	of	Parks 
& Recreation to emcee this incredible event. We are grateful to 
the wonderful restaurants who donated small tastes of their 
cuisine,	including	508	Bar	and	Restaurant,	Buffalo	Wild	Wings,	
Cooper,	D’Amico	and	Sons,	The	Loop	Restaurant,	McCoy’s,	
Mediterranean Cruise Café, Potbelly Coon Rapids, and The Red 
Cow.	The	Courage	in	Leadership	Award	was	presented	to	the	
Ihle	Family	and	an	Honoree	Tribute	was	given	to	Sarah	Hoey	for	
her steadfast commitment to the TSC community. We thank all 
our partners for making the evening possible and helping raise 
$48,417	including	the	Sound	Bites	planning	committee,	Ingram	
Design	Studio,	as	well	as	our	incredible	major	sponsors	including	
Minnesota	Epilepsy	Group,	Michael	and	Janie	Frost,	Novartis,	
GW	Pharmaceuticals,	Lundbeck,	Attract,	Upsher-Smith,	Fulton	
Beer	and	Caribou	Coffee.

Events Raising More Than $10,000

Signature National Events
	 •	 Comedy	for	a	Cure®		
	 •	 Sound	Bites

Step Forward to Cure TSC Walks
	 •	 Alabama	–	Margaret	Cox
	 •	 Arizona	–	Deborah	Moritz
	 •	 Atlanta/North	Georgia	–	Sharon	Carpenter
	 •	 Carolina	Hilton	Head	–	Amy	Bredesen
	 •	 Chicago	(Westmont)	-	Geri	Greenberg
	 •	 Connecticut	-	Rebecca	Thereault
	 •	 Dallas	–	Planning	Committee
	 •	 Delaware/Lehigh	Valley	-	Shelly	Meitzler	and	
	 	 Bridget	Simmons
	 •	 Delta	Region	-	Katie	Christensen
	 •	 Houston	–	Planning	Committee
	 •	 Indiana	-	Pat	Schmutte
	 •	 Michigan	-	Treasa	Bolger-Dunlap
	 •	 Metro	DC	National	Walk	on	the	Mall	–	
	 	 Brooke	Carpenter
	 •	 Nashville	–	Planning	Committee
	 •	 New	England	-	Stacie	Verrill
	 •	 New	York	(Long	Island)	–	Carol	Ann	White	and	
	 	 Lori	DeStefano
	 •	 New	Jersey	-	Tresha	Bisang
	 •	 Northern	California	–	Brittany	Walsh
	 •	 Rocky	Mt.	Region	–	Alison	Brainard
	 •	 Seattle/Pacific	NW	-	Devon	McCollum	and	
  Gloria Triebenbach
	 •	 Southern	California	-	Barbara	O’Neill	and	
  Dawn Redfield
	 •	 St.	Louis	-	Gwen	Montaigne
	 •	 Upper	Midwest	-	Judy	Prudhomme	and	
  Maria Gibbons
	 •	 Western	Pennsylvania	–	Kelsey	Hudson

Community Events
	 •	 9th	Annual	TSC	Fundraiser	–	Rob	and	Denise	Spear
	 •	 11th	Annual	Friends	and	Family	BBQ	for	TSC	-	
	 	 Bill	and	Nancy	Youmans
	 •	 Crashin’	for	the	Cause	–	Joe	and	Abby	Kopf
	 •	 Krewe	for	a	Cure	–	Margaret	Cox
	 •	 Rock	for	Riley	–	Melanie	Vogel
	 •	 Strikeout	TSC	Softball	Tournament	–	Laura	Laramie
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Fiscal Year 2016:
January 1 to December 31

Chairman’s Circle
($100,000 and Above)

The Cowlin Foundation
Engles Family Foundation on behalf of 
  Engles Collaborative Research Fund
Lundbeck	Pharmaceuticals,	Inc.
Novartis Pharmaceuticals Corporation
OPL	Charities
Tuberous Sclerosis Alliance Endowment Fund
William Watts

Benefactor
($50,000 - $99,999)

Harold	Simmons	Foundation
James	and	Andrea	Maginn
Mallinckrodt Pharmaceuticals

Sponsor
($20,000 - $49,999)

Crashin’	for	the	Cause,	Eldorado	Lions	Club
GW Pharmaceuticals, Inc.
LIDS	Foundation
The	MetLife	Center	for	Special	Needs	Planning
The Pediatric Epilepsy Research Foundation
John	Pietrolungo
UCB,	Inc.
The Winifred M. Gordon Foundation

Protector
($10,000 - $19,999)

Aimbridge	Hospitality,	LLC
Craig and Cindy Cunningham, C&C 
  Market Research
Richard	and	Lori	Day
Michael	and	Janie	Frost
Genesco
Christy	Hobart	and	Henry	Shapiro
David	and	Cathy	Krinsky
Laura	Laramie
The	Louis	Berkowitz	Family	Foundation,	Inc.
MarketCast
Julianne	Moore	and	Bart	Freundlich
Ned Neely
Allan and Carla Price
Nancy Richards
Irene Rothberg
Rob and Denise Spear, The 8th Annual  
  Tuberous Sclerosis Alliance Fundraiser
Kevin	and	Melanie	Vogel
Karen	White	and	Julie	Geissman
Whittingham Foundation

Advocate
($1,000 - $4,999)

A. Sturm & Sons Foundation, Inc.
A.H.	Management	Group,	Inc.
Leonard	Abruzzo
Accurate	Healthcare,	Inc.
Acorda Therapeutics
Howell	and	Madeline	Adams
James	and	Lee	Ann	Addison
Janice	Akridge
Farid and Faranza Ali
Amazon Smile Foundation
Johnny	Anderson
Rebecca Anhang Price and Matthew Price
Gregory and Nancy Annick
Anonymous
Marisa Antonini
Apex	Right	of	Way	Services,	LLC
Arborscapes,	LLC
Frances Ardolf
Mark Armstrong
Russell and Shannon Arndt
Athena Diagnostics Inc.
Chad and Alicia Austin
Awesome	Hand	Services,	LLC
Bank	of	America
Adrian	Banner
Geoff	Bauer
Beaird	Family	Foundation
Beaird	Harris	Co,	PC
Thomas	and	Elizabeth	Beattie
Matthew	and	Kelley	Beck
Will	Beecherl
Jeffery	Benham
David	and	April	Bennett
The	Berkshire	Heights	Fire	Co.	Small	
  Games of Chance
Biotechnology	Innovation	Organization
Alicia	Blackwood
BlueCross	BlueShield	of	Massachsetts
Mark	Borman	and	Karen	Hermelin
Taylor	Bragg
Ruth	Brainard
Bristol-Myers	Squibb	Foundation
Victor	and	Diane	Brown
Linda	Buchman
Andrew	and	Elizabeth	Buchsbaum
Pablo	Burbridge
Mary	Burns
Burns	&	McDonnell
Cindy	Burton
Caribou Coffee Company
Barry	and	Sharon	Carpenter
Mark	and	Kelly	Carroll
Cavarocchi	Ruscio	Dennis	Associates,	LLC
Chicago	Title	of	Texas,	LLC
Makel Church
Cinemasterpieces
William and Sue Clark
Philip Clarke
Cleveland Clinic
Mark Colby
Columbian Charities of Missouri, Inc.

Defender 
($5,000 - $9,999)

Steve	and	Lynn	Aguiar
America’s Charities
ARMATURE Corporation
The	Bayless	Family	Foundation
Warren	and	Diane	Burgess
Scott Clarkson, Glacier Design Systems, Inc.
Will	and	Kay	Cooper,	WNC	&	Associates,	Inc.
CVS	Health
Donelle Dadigan
Cornelius	and	Linda	DenHarder
Tim	and	Kathi	Dills
DoTopia
Tony	and	Linda	Ellrod
Tony and Rhonda Gatti
The	Gertrude	and	Philip	Hoffman	
		Philanthropic	Fund	of	the	Jewish	Federation
  of Greater Pittsburgh
Dawn Grove
Keith	and	Andrea	Hall
Hallett	Family	Foundation
Carol	Hoffman
Indiana	Oxygen
James	Allyn,	Inc.
Michael	and	Ann	Johnson
William	and	Debra	Joseph
Kenvo	Foundation
Ken	and	Beth	Kocher
Herbert	and	Carol	Marton
Theodore and Peggy Mastroianni
Maurice Amado Foundation
Medtech
Scott	and	Kasandra	Merrill
David and Nancy Michaels
Minnesota Epilepsy Group, P.A.
Robert and Staciellen Mischel, The Mischel 
  Family Foundation
Tim Missey
Jon	and	Patricia	Myers
Jim	O’Heir
Clark and Temple Poche
Ramesh	and	Kalpana	Bhatia	Family	
  Foundation
Chris	and	Leslie	Russell
SAIC
Shawn Gaffney Memorial Fund
James	and	Judy	Shoulak
Annie Szilagyi
Upsher-Smith	Laboratories,	Inc.
Variety - The Children’s Charity
Lorne	and	Heidi	Waxlax
Cliff and Debora White, Cliff and 
  Debora White Family Foundation
Kevin	and	Sarah	Wright

Annual Fund – Major Donors and Contract Revenue

page 8 www.tsalliance.org 2016 Annual Report page 9



David and Mary Comeau
Larry	and	Cynthia	Comeaux
Steve	and	Kathleen	Conrad
Alfred and April Cooper
Wilfred	and	Jennifer	Cooper
Rachael Corbin
County	of	Los	Angeles
Cowan	Systems,	LLC
Jason	and	Michelle	Cox
Robert and Diane Crockett
CSW Industrials, Inc.
Mary Rose Davis
Jennifer	Desmarais
Gloria Dinsdale
Darian Downs
Nathaniel and Gail Duberstein
Tony	Dunlap	and	Treasa	Bolger-Dunlap
Andre Duplantis
Earl’s	Cajun	Market,	LLC
ECC
Guy Edwards
Robin Edwards
Richard and Athena Eitel
Kenneth	and	Linda	Escobar
Russell Ewing
Scott	and	Jill	Feinstein
Fifth	Third	Bank
Peter	and	Joyce	Filosi
Joseph	and	Carrie	Fisk
Kathy	Fjeldal
Kasey	and	Jami	Flicker
Lisa	Formaro
Noel Fox
Sam and Wendy Frieder
Fulgent Diagnostics
Laura	Furey
Linda	Furlano
Michael Gambrell
The GE Foundation
Geico Philanthropic Foundation
GeneDx
Larry	Gohmert
William	Grabb	and	Jean	Leonard
Robert and Nancy Graham
Charles and Suzanne Graham
Donn	and	Julie	Gray
Miriam Green
Frederick	and	Jennifer	Gross
Group	Health
Robert	and	Kathryn	Groves
Greg and Courtney Gullung
Shannon	Hackley
John	and	Candace	Hanley
Chris	and	Kim	Hawkey
Neil	and	Annmarie	Hawkins
Michelle	Hennessey
Henry	Sullivan	Campaign	Committee
Herbst	Foundation
Jeff	and	Karen	Hoersch
Jay	and	Lesley	Hoffarth
Jeffrey	and	Linda	Hoffmann
Holley	Elementary	School
Hollingsworth,	LLP
William	and	Charlene	Holmes
Home	Association
John	and	Alice	Hulbert
Cliff	and	Layla	Hutsen

Pacific Gas and Electric Company
Richard	and	Lauren	Packard
Ed Palumpon
George	and	Joy	Pantelis
Pat and Pete Schenkel Charitable Fund
Muriel Pattis
Susan Pennebaker
PepsiCo Foundation
Christopher	and	LeAnn	Peterson
William and Ann Petri
Andrew and Maureen Piotrowski
Quest	Diagnostics
Jeremy	Radisich
Alan	and	Billi	Rakov
Joanne	Ralph
Ralph Vecchio Family Foundation
Michael	and	JoAnn	Rapaport
Peter	and	Bitty	Rapaport
Ray Skillman GMC Truck, Inc.
Ray Skillman Westside Imports, Inc.
Victorio Reyes
Sandra Rhodes
Stephanie Ricke
John	and	Debbie	Roeser
Patrick	and	Jennifer	Rolfes,	MyCupCounts.org
Christopher	and	Kari	Luther	Rosbeck
Allen and Gayle Ruplinger
Terry and Cynthia Rust
San Francisco Spice Company
Abel Sanchez
Todd	and	Lisa	Sanders
Brant	and	Michelle	Schmitz
Schneider Electric North America 
  Foundation
Robert and Mary Ellen Scott
Halden	Scott
David	and	Karen	Senger
Paul and Mary Seward
Seyfarth Shaw Charitable Foundation
Shamrock Capital
Johnny	and	Vianne	Smith
Joseph	and	Kathleen	Smith,	Law	Office	of	
		Joseph	P.	Smith	III
Michele Smith
Kiran	Somani
Phillip Sorenson
Paul and Graylene Spain
Stanford	Children’s	Health
Kate	Staples
Pam	Sztukowski	and	Chris	Holubowicz
Stephen and Winifred Tart, Steve Tart 
  Associates
Sean	and	Kelly	Thomann
Travelers
Traylor	Bros.,	Inc.
Truist
UBS	Financial	Services,	Inc.
United Way of San Diego County
University	of	Alabama	at	Birmingham,	
		UAB	Benevolent	Fund
US	Bank
U.S. Cellular
Vanasse	Hangen	Brustlin,	Inc.
Airi Veimer
Greg	and	Jamie	Veltri
Jorge	Villarreal
Voya Foundation

Sandra	Hyde-Swanson	and	Ed	Swanson
Hyman	Family	Charitable	Foundation
Insulation Products Corporation
Aziz	Jamal
John	Garlinger	Hazlett	Fund	of	the	Licking	
County Foundation
Ken	and	Shonnie	Johnson
Johnson	&	Johnson
Karen	Johnson-Wenger	and	Rod	Wenger
Scott	Johnston
Jollyville	Sertoma	Club,	Inc.
Arnold	and	Carol	Kamm
Keiser	Family	Foundation
David	and	Maureen	Kenna
Chris	and	Alicia	Kisselburgh
Mark	and	Dawn	Koers
Kohl’s
Rob	Kramer	and	Victoria	Andahazy
Jill	Lacy
Lise	Lagace
Shamsuddin	and	Ezmina	Lalani
Beverly	LaSota
Steven	Laufer
William	and	Barbara	Lee
Janet	Lembke
Matt	Leone
Anton	Levy
Lexus	of	Arlington
Linda	G.	Porter	Fund	of	Waccamaw	
  Community Foundation
LivaNova
Jose	Losoya
Laura	Lubbers	and	Trent	Buck
John	and	Frances	Lyons
Charles Maestas
Al Marshall
Frederic Marton and Nina Zubkoff
Stuart and Carina Marton
John	and	Jill	McBride
Michael	and	Holly	Meadows
Merck Foundation
Harry	and	Donna	Meyer
Michael	Bill	Avner	Memorial	Fund	of	the	
  Pittsburgh Foundation
Margaret Middleton
Joseph	Miranda
Mistler Family Foundation
Kay	Morgan
Jim	and	Debora	Moritz,	Cake	Arts,	Inc.
Jo	Anne	Nakagawa
William Nasser
National	Association	of	Theatre	Owners	of	
  California/Nevada
National Centers for Pain Management and 
		Research,	LLC
James	Nelson	and	Nan	Martin
Norgren Family Fund
Brian	and	Sandra	O’Brien,	Brian	E.	O’Brien	
		Oil	&	Gas
Office	Insights,	Inc.
Thomas	and	Laurel	Olear
Dennis	and	Agnes	O’Leary
James	Oliver
Mary	Oliver
Sheila	Olshansky
One	Beacon	Charitable	Trust
Michael	and	Diane	Oravecz
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James	and	Cristy	Wade
Joseph	Walsh
Victor Wang
Gary and Ann Wasserman
Westbury	Fire	Department,	Hose	Company	
  Number 1
Patrick Whitehead and Christine Page
Wicked	Races,	LLC
Jane	Wiggins
Wm.	E.	Kingswell,	Inc.
Wonderland Pier
Michael	Wong	and	Cecilia	Hsien-Tsing	Yu
Ben	and	Katelyn	Yeamans
Joseph	and	Deborah	Yohn
YourCause,	LLC
Youtech	&	Associates

Champion
($500 - $999)

1776, Inc.
A Cure for Cauy
Adobe Systems Incorporated
Gabriella Alex
Tess Allen
Paul and Carol Altieri
Jason	and	Danielle	Androll
Regina Angulo
Mark	and	Becky	Annen
Joe	and	Kelly	Armes
Gordon and Pauline Arndt
Esther Ash
James	and	Betteanne	Barash
Nick	and	Sherrie	Berchin
Sherri	Beyenhof
BF	Clyde’s	Cider	Mill
Kevin	Bittel
Daniel	Bloomstein	and	Kirscha	Burgess
BMR	Investment
Otto	and	Katherine	Bobbermin
Brian	and	Jamie	Boesiger
Matt	Bolger	and	Maureen	Watson-Bolger
Booster
Benjamin	Border
David	and	Sallie	Brackman
Gregg	Branning
David	Breihan
Marta	Brenden
Howard	and	Adrienne	Brewer
Bright	Funds	Foundation
Scott	and	Renee	Brown
Dennis	Brown
Joe	and	Donna	Bryant
Jeremy	Buchman	and	Laura	Marks
William	and	Alina	Buchman
Harvey	and	Eileen	Busel
Bycorp	Builders,	LLC
Linda	Cain
Calvary	Baptist	Church
William and Patricia Canny
Frank	and	Barbara	Capone
Kim	Cardenas
Carle Place Fire Department
John	and	Cathy	Carlson
Shawn Carolan
Joe	and	Margaret	Carrillo
James	and	Diane	Caserta

Walt Grubryn and Sharon Smith
Charles and Diane Gulas
Michael	and	Kathleen	Gutto
Linda	Hamilton
William	and	Bridget	Hamilton
Ammie	Hammond
James	and	Suzanna	Hargreaves
Donald	and	Florence	Hauge
HD	Supply
Leann	Heard
Marcia	Hecht
Dennis	Heieie
Rick	Heltzel
Christine	Henry
Elizabeth	Henske
Here’s	Wings	Vernon	Hill,	LLC
Alice	Hesch
Michael	Hicks	and	Megan	Big	John
Lisa	Hiday-Baca
James	and	Amy	Hobbs
Garrick	Hodge	
David	and	Jennifer	Hoffman
Nate	Hollmann
Teresa	Home
Shawn	and	Ashley	Hood
Dena	Hook	and	Santo	Pino
Ann	Huber
Hudson	-	Webber	Foundation
Curtis	and	Carolyn	Hull
Mark	Hyman	and	Sheryl	Neuman
IBM	Employee	Services	Center
Leon	and	Pam	Ihle
Insights Consulting Inc.
IUE-CWA
James	Joffe
Robert	Johnson	and	Sarah	Jones-Johnson
Jennifer	Jorissen
Jay	and	Deborah	Julow
JustGive.Org
Marcel	Kahan
Andy	and	Susan	Kalifeh
Karen	Keith
Robert	and	Cassie	Kelle
Danielle	Kennedy
Kiwanis	Club	of	Marietta	Lost	Mountain	
Golden	K
John	and	Renee	Kizer
Daniel	Klein
Christopher	Koch
Emily	Koehler
Russell	and	Merry	Kraft
Stewart	and	Grace	Krakover
Rachel	Krauss
Christina	Kuhlmann
Leslie	Kulig
Andrew	Kunian
Ladies	of	Unico,	Kearny,	NJ	Chapter
Mary	Ann	Lamb
Thomas	and	Mary	Ellen	Langbein
James	Larkin
Ann	Lauterbach
Sharon	Lawarne
Dana	Lawson
Lehigh	Valley	Health	Network
Craig	Leopard
John	and	Mary	Lestak
Dennis	and	Diane	Leuthold

Mary Sue Catlett
Center Grove Middle School Central
Centex Construction
Robert Challender
Children’s of Alabama
Richard Cockerham
George and Susan Conlon
Linda	Connors
Greg Cotterell
William Cowlin
Bradley	Crocker
Katherine	Crow
Ann Maarie Cruz
Dale	Kessler	Real	Estate
Dallas Renal Group, PA
The David Pattis Memorial Foundation
Matt Davis
Kathleen	Dawson
Todd and Teresa DeChant
Cory and Anna Delp
Biagio	and	Cosima	Demento
B.	Robert	Demento
Ron Devalle
Lawrence	and	Colleen	DeVencentis
Leonard	and	Lisa	Dick
DigitalEra	Group,	LLC
Brianah	Doeden
John	Dotto
Downeast Cider
Neil and Amy Dublinske
Jonathan	and	Kristina	Dubsky
Bonnie	Hogue	Duffy	and	Charles	Duffy
Dugas,	Soileau	&	Breaux,	LLC
Lisa	Dyk
East Penn Mfg. Co. Inc.
Eastport Trading, Co Inc.
Doug	and	Kristin	Eckelkamp
Amanda Eilian
Harlan	Ellis	and	Marcelyn	Buford
Todd and Teresa Embury
Moise and Carol Emquies, Emquies 
  Family Fund
Erin Catron & Company
William and Zelma Ewing
Caterina Fagelson
Amir Farid
Camila Farley
Greg Ferland
Nancy Flaherty
The Florence Mauboules Charitable Trust
Mike	and	Leslie	Fox
Taylor Foxwell
Judy	Franklin
Edwin Fritzler
Gloria Garbutt
Elizabeth Gardner
Marco Gastelo
Shelly Gensmer
Don and Nancy Germano
Eugene Gilder
Faith Golden
Rosa Gonzalez
Goodin Company Foundation
Paul Grafenburg
April Greene
Joseph	and	Margart	Griscti
Martin and Dorothea Grolnic
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Lois	Leuthold
Ernest	Lockridge	and	Laurel	Richardson
Patricia	Loewen
Kathleen	Long
Lowcountry	Therapy	Center
Val	Ludlow
Charles	Luke	and	Melanie	Krinsky
Lunch	with	Jessica	Association
M	&	J	Kennelly	Foundation
Mark	and	Julie	Magnuson
Christopher Mahony
Pete Makris
Edward	and	Judith	Malecki
Audrey Malesky
Lawrence	and	Joya	Marks
Stephen	and	Barbara	Martin
Thomas	and	Kelli	Martin
Angela Martinez
Margrette McArthur
Peter	McBrien
Charles and Theresa McFadden
Virginia	McKiernan
Betty	McRae
Joel	and	Diane	McSwain
Linda	Meints
Matthew and Shelly Meitzler
Robert and Mary Melcher
Richard Metivier
Darren Miles
Patrick	and	Lisa	Mills
Jason	and	Dena	Mitchell
Greg	and	Laura	Mlynarczyk
Bradley	Morris
Edwin Moss
Rob	and	Lisa	Moss,	Seizure	Tracker,	LLC
Andrew Myatt
Charlotte Myers
Holly	Myers	and	E.	Kirk	Neely
David Rosenstein and Tori Nourafchan
Leon	and	Sharon	Oberlander
Lindsay	Olson
Olson	Comfort	Services,	Inc.
Mehmet	and	Susan	Orhan
Paint Nite
Daniel Parker
PASCO
Scott Pasquini
Howard	Pattis,	Renaisssance	Charitable	
  Foundation
PDI
Steve	and	Kate	Peer
Hal	Pennington
John	and	Elizabeth	Phillips
PNC Foundation
Poggemeyer Design Group
Carrie Pretto
Proverbs 3:9 Foundation
Robert Prowse
Gregory and Nancy Putz
Lori	Weingarten,	Quick	Test/Heakin
Matthew Raino
Omar	Ramos
Myron	and	Barbara	Rapaport
Mark and Dina Rasavage
Ray Skillman Chevrolet
Ray	Skillman	Northeast	Buick	GMC	
  Truck, Inc.

Shu-Huei	Wang	and	Jean-Leon	Chong
Jim	and	Jen	Ware
Christina Waxlax
Brian	Weis
Mimi Weisbach
West Chicago Garden Club
Carl and Sheila Wiezalis
Hayes	Williams
Rebeca Willis
Nancy Willy
Nate Wilner
Charles and Pamela Wolthuis
Thomas and Eleanor Woods
John	and	Laurel	Wrynn
Carrie Wyse
Andrea	Yoch
Bill	and	Nancy	Youmans
Jennifer	Young
Edward Zosel

Major Gifts in Kind
Value of $500 or more, as 
identified on received in-kind forms

508	Bar	and	Restaurant
Anonymous
Art	By	Sharmyn
Attract
Ballast	Point
Bevolo	Gas	&	Electric	Lights
Tresha	Bisang
Bradford	Renaissance	Portraits
Shane	Brady
Taylor	Bragg,	Bragg	Properties,	LLC
Braunstein	Family
Buffalo	Wild	WIngs
Calico
Caribou Coffee
Barry	and	Sharon	Carpenter
Damon	Casatico,	Charity	Benefit	Auctions
Chef on the Rocks
Bobby	Collins
Mo Collins
Conan	O’Brien	Show
Cooper
Alfred and April Cooper
Craig and Cindy Cunningham
D’Amico and Sons
Diamond Direct
Neil and Amy Dublinske
Michael	and	Janie	Frost
Fulton	Beer
Tricia Gerum
Grand	Hyatt	Kauai	Resort	and	Spa
Halper	Fine	Art
Hampton	Inn	and	Suites	Sarasota,	
  University Park
Chris	and	Kim	Hawkey
Christy	Hobart	and	Henry	Shapiro
Sarah	Hoey
Justin	and	Kari	Ihle
Kelly	Hartman,	Insights	Consulting,	Inc.
Ingram Design Studio
Kahlen	Studios
Kelly’s	Kakes
Edina	Kiss

Ray Skillman Northeast Imports, Inc.
Red Men Club, Inc.
Scott Reinker
ReMax of Cerritos
Remitco,	LLC
Sean Reynolds
Douglas Rice
John	and	Jordan	Richards
Nancy Riddick
Nilsa Roberts
Alice Robin
Patrick and Maureen Roche
Stephen Russo
Mildred Sanders
Willie Sarver
Thomas and Deborah Schaefer
Peter	and	Joni	Scheidt
Dale and Colleen Schleich
David	and	Julie	Scroggins
Joshua	Segal
Stanley Shapiro
Sheila Shillinger
Frank Sidell
Erika Sieg
Timothy	and	Kathleen	Silber
Ann Skillman
Alice Skinner
Don Smith
Melvin Smith
Ronald and Montie Smith
Mary	Lou	Smoot
Timothy and Samantha Soule
Eric and Adelynn Spiecker
Hans	and	Joanne	Spiecker
Rocco and Carmela Spinoso
Barbara	Spotts
Mark ans Alanna Spotts
John	and	Carolyn	Starling
State Street Corporation
John	and	Janine	Steenman
Diane Stevenson
Stephanie Stirrup
Suburban	Propane,	LP
Forest and Dot Summers
Swedish Neuroscience Institute
James	and	Mabel	Tarlton
Team	Hannah	Inc.
Tenet	Health
Jeff	and	Jeanne	Theis
Paul Thomas
Rob	and	Loni	Thurston
Armen and Vicky Toroian
Harvey	Triebwasser
James	and	Heather	Trimm
Michelle Trombetta
Gerald and Elaine Trombetta
Robert	Trout	and	Janet	Studley
Kelly	Tufts
James	and	Cynthia	Tuite
United Technologies
United Way of Central New Mexico
United Way of Greater Philadelphia
United Way of San Antonio
United Way of The National Capital Area
Heather	Van	Blyenburgh
Elizabeth Van Gemeren
Alan and Nancy Vogel
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Judy	LaGraff
Les	Copains
LIDS
Wendy	Liebman
Doug	Loftus,	Wealth	Dimensions	Group,	Ltd.
The	Loop	Restaurant
McCoy’s
Mediterranean Cruise Cafe
Julianne	Moore
John	Morogiello
MSB	Properties,	LLC
Murad
New	York	Jewlers
Gunnar Nyblad
Jim	O’Heir
Debra	Okano
The Park Tavern
Kat	Perkins
The Power Trip Morning Show
Potbelly Coon Rapids, Minnesota
Allan and Carla Price
Proctor & Gamble
The Red Cow
The Ritz Carlton, Dove Mountain
Roclord Studios
Patrick	and	Jennifer	Rolfes,	MyCupCounts®
Kari	Luther	Rosbeck
Rowley Portraiture
S	&	J	Biren	Carpets
Sara Cheng Photography
Sephora
Ray and Ann Skillman, GMC Truck, Inc.
Alex Skuby
David Stewart
Strike Promo
Tom	Bercu	Presents
William Vanca
Variety
Eric Warner
Doug and Carol Wateron
Yoga	Fit
Jason	Zucker

The TS Alliance strives to correctly recognize all our 
donors. We apologize in advance for any errors, 
omissions or misspellings in this annual report. 
Please contact our Development Department at 
(800) 225-6872 with any corrections.

Endowment Fund
The TS Alliance Endowment Fund is a 
separate fiduciary organization specifically 
chartered to receive gifts that will be 
invested to generate an income stream to 
help fulfill the mission of the TS Alliance. 
The Endowment Fund ensures the TS 
Alliance has an ongoing source of funding to 
better serve those touched by TSC through 
education, support services and research.

Advancement Society
($25,000 - $99,999)

Ken	and	Shonnie	Johnson
Magdalena	Lutsky
Philip and Marion Winsor

James	and	Amy	Hobbs
Ken	and	Shonnie	Johnson
Arnold	and	Carol	Kamm
Steve	and	Laura	Kozisek
David	and	Cathy	Krinsky
Mark	Leal
Craig	T.	Lewis*
Doug	and	Linda	Loftus
Magdalena	Lutskey
James	Lynch
Donna McGaha
David	and	Jan	Mintz
Maria Sharon Munoz-Chargoy
David and Penney Parkes
Jeffrey	and	Bonnie	Rickert
Pat	and	Jennifer	Rolfes
Kari	Luther	Rosbeck
Dave and Nancy Scott
Robert and Mary Ellen Scott
Fred and Ilse Smith
John	and	Janine	Steenman
Rob Thurston
Kathy	Trapp
Alma	A.	Tutrone*
Jim	and	Nancy	Weir
Philip and Marion Winsor
Barbara	Witten	and	William	Bradley
Frieda	Zimmerman*

*Deceased

Please remember the TS Alliance Endowment Fund 
when planning for the future by designating a gift to 
the organization.

Endowment Named 
Funds
On	gifts	of	$25,000	or	more	(with	a	pledge	
payable over five years), a donor has the 
opportunity to name a fund in honor of 
someone. We are deeply grateful for the 
following named funds:

Megan Augustine Fund
Augustine Family Fund
John	A.	Conrad	Jr.	Memorial	Fund
Carrie Cooper Memorial Fund
Matthew	J.	Fox	Fund
Lauren	E.	Krinsky	Fund
The	Lawler	Fund
Cade Scott Fund
Jeb	Ward	Legacy	Fund

Century Society
(10,000 - $24,999)

Mark	and	Kelly	Carroll
Keith	and	Andrea	Hall

Enrichment Society
($5,000 - $9,999)

Donald	and	Besty	Ellis
Robert	and	Joan	Appleby	Foundation
William and Corinne Ward

Investment Society
($500 - $4,999)

Brees	Dream	Foundation	
Mark	and	Judy	Fox
Tyler	and	Cynthia	Hoffman
Mark	Hyman	and	Sheryl	Neuman
David	and	Cathy	Krinsky
Linda	Meints
David and Nancy Michaels
Tara Palage and Garrett Spahr
Steve and Mary Roberds
The Daniel and Adrienne Wasserman 
Charitable Fund
Truist
Waxlax Family Foundation
YourCause,	LLC

The Eternal Flame 
Society
When individuals and families inform the 
TS Alliance of a designated planned gift 
through a will or estate plan to the TS 
Alliance Endowment Fund or the TS Alliance 
they become part of the Eternal Flame 
Society. If you or a loved one has designated 
the TS Alliance through a planned gift and 
are currently not listed in The Eternal Flame 
Society, please let us know so we can add 
you. We are pleased to honor the following 
distinguished members of the Eternal Flame 
Society:

Anonymous
David	Armijo
Michael and Millicent Augustine
Jeffery	and	Gloria*	Benham
Matt	Bolger
Treasa	Bolger-Dunlap
Scott	and	Jan	Burton
Marguerite Cleveland
John	and	Katherine	Conrad
Will	and	Kay	Cooper
Richard and Reiko Donato
Cindy Fowler
David	and	Laura	Grimes
Robert	W.	and	Kathryn	A.	Groves
Shannon	Hackley
Jeffrey	and	Lisa	Hargreaves
Clara	Harwell
Anne	Heilman*
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Leadership
TS Alliance 
Board of Directors

David Fitzmaurice, Chair
Wyckoff,	NJ

Timothy Dills, Vice Chair
Great Falls, VA

Beth	Dean,	Secretary
Grayslake,	IL

Darren Miles, Treasurer  
Edina, MN

Laura	Lubbers,	PhD,	Immediate Past Chair
Perkasie, PA

Rebecca Anhang Price, PhD  
Chevy Chase, MD

Martina	Bebin,	MD,	MPA
Athens,	AL

John	Bissler,	MD
Memphis, TN

Michael Caggiano  
McLean,	VA

Cassandra Carroll
Oakland,	CA

Bonnie	Hogue	Duffy
Chevy Chase, MD

Keith	Hall
East	Lyme,	CT

Jim	Maginn
Santa Monica, CA

Brendan	Manning,	PhD
Boston,	MA

Ted Mastroianni
Washington, DC

David Michaels
Scarsdale,	NY

Debora Moritz
Scottsdale, AZ

Matthew Simonian
Humble,	TX

Lisa	Moss
Senior Director, Donor Relations

Jo	Anne	Nakagawa
Director,	Clinical	Projects	&	TSC	Clinic	
Liaison

Gail Saunders
Associate Director, National Walks & 
Community Campaigns 

Katie	Smith
Manager, Research & Global Affairs

Community Alliances

TS Alliance of Alabama
Carole Pitard, Chair

TS Alliance of Alaska
Rebecca Racenet, Chair 
Erica Chilla, Vice Chair

TS Alliance of Arizona
Debora Moritz, Chair

TS Alliance of Arkansas
Sheila Dodson, Chair

TS Alliance of Connecticut
Jennifer	Waldron,	Chair

TS Alliance of DC Metro
Kathi	and	Tim	Dills,	Co-Chairs

TS Alliance of Dallas/Fort Worth
Joy	Graydon,	Co-Chair
Leslie	Russell,	Co-Chair

TS Alliance of Delaware/Lehigh Valley
Liz	Saadoun,	Chair
Shelly Meitzler, Vice Chair

TS Alliance of the Delta Region
Heather	Harden,	Chair

TS Alliance of Florida
Vanessa Vazquez, Chair

TS Alliance of Georgia
Wendi Scheck, Chair

TS Alliance of Greater Chicago
Geri Greenberg, Chair

TS Alliance of Greater Kansas City
Amy Dublinske, Chair

TS Alliance of Hawaii
Trisha	Kam,	Chair

TS Alliance of the Heartland
Courtney Gould, Chair

TS Alliance Endowment Fund 
Board of Directors

Doug	Loftus,	Chair
Cincinnati,	OH

David Michaels, Secretary
Scarsdale,	NY

Rita DiDomenico, Treasurer
Staten	Island,	NY

James	Achterhof
Palos	Park,	IL

Mark Carroll
Saratoga, CA

TS Alliance Staff

Kari	Luther	Rosbeck
President	&	Chief	Executive	Officer

Richard Gollub
Controller	&	Chief	Financial	Officer

Steven Roberds, PhD
Chief	Scientific	Officer

Christen	Bell
Community	Outreach	Manager

Dani	Brunner,	PhD		
Senior Scientific Advisor/Preclinical 
Research	Leader

April Cooper
Director, Special Events & Corporate 
Partnerships

Rupal Desai
Administrative Assistant

Emebet Gmichael
Senior Accountant

Calvin	Ho
Science	Project	Coordinator

Tyler	Hoffman
Database	Project	Manager

Dena	Hook
Vice	President,	Outreach

Jaye	Isham
Vice President, Communications Strategy

Daniel	Klein
Manager, Donor Relations

Shelly Meitzler
National Walks Coordinator
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TS Alliance of Western Pennsylvania
Mike Seman, Chair

TS Alliance of Wisconsin
Kristin	DeGueme,	Chair

Adult Regional Coordinators

Region 1: Washington, Oregon, Idaho, 
Montana, Wyoming, Alaska
Rob and Shannon Grandia

Region 2: California, Arizona, Nevada, 
New Mexico, Utah 
Rob and Shannon Grandia

Region 3: Colorado, Nebraska, South 
Dakota, North Dakota, Iowa, Minnesota, 
Wisconsin
Seth Fritts

Region 4: Texas, Oklahoma, Kansas, 
Missouri, Arkansas, Louisiana
Jake	Irby

Region 5: Illinois, Michigan, Indiana, Ohio, 
Pennsylvania
Brooke	Simsa

Region 6: Tennessee, Kentucky, Georgia, 
Alabama, Mississippi, Florida
Mark Martin

Region 7: Connecticut, Vermont, Maine, 
Rhode Island, New Hampshire, New York, 
New Jersey, Massachusetts
Scott Moskowitz

Region 8: Delaware, Virginia, West Virginia, 
Maryland, North Carolina, South Carolina, 
Washington DC
Kathy	Henkel	and	Lauren	Smith

Professional Advisory Board

E. Martina Bebin, MD, MPA 
University	of	Alabama	at	Birmingham
Department of Neurology
Birmingham,	AL	
Specialty: Pediatric Neurology & Epilepsy

Stephen Ashwal, MD 
Loma	Linda	School	of	Medicine
Department of Pediatrics
Loma	Linda,	CA	
Specialty: Pediatric Neurology

John Bissler, MD 
St.	Jude	Pediatrics	Research	Hospital	and
University	of	Tennessee	Health	Science	
Center
Division of Nephrology 
Memphis, TN
Specialty: Pediatric Nephrology

TS Alliance of Houston
Lucy	Martinez,	Co-Chair
Heather	Little,	Co-Chair

TS Alliance of Indiana
Laura	Marlin,	Chair

TS Alliance of the Intermountain West
Cindy	Burton,	Chair

TS Alliance of Kentucky/West Virginia
Tammy	Kouns,	Co-Chair
Melissa Pennington, Co-Chair

TS Alliance of Michigan
Carly	Kaye,	Chair

TS Alliance of Nevada
Kathleen	Kingston,	Co-Chair
Tara Zimmerman, Co-Chair

TS Alliance of New England
Allyson D’Amario, Chair

TS Alliance of New York/New Jersey
Laura	Marks,	Chair

TS Alliance of North Carolina
Lindsey	Miller,	Chair

TS Alliance of Northern California
Lilian	Ansari,	Co-Chair
Jennifer	Yeamans,	Co-Chair

TS Alliance of Ohio
David	and	Jody	Long,	Co-Chairs

TS Alliance of Oklahoma
April	Bennett,	Co-Chair
Heather	Lens,	Co-Chair

TS Alliance of the Pacific Northwest
Gloria Triebenbach, Chair
Debbie Rothweiler, Vice Chair

TS Alliance of the Rocky Mountain Region
Dana	Holinka,	Chair

TS Alliance of South Carolina
Jeff	Davis,	Chair

TS Alliance of Southern California
Tara Palage, Chair

TS Alliance of St. Louis/Southern Illinois
John	Wendling,	Chair

TS Alliance of Tennessee
Kelly	Vigil,	Chair

TS Alliance of the Upper Midwest
Kari	Ihle,	Chair

TS Alliance of Virginia
Jennifer	Silva,	Chair
Adrianne Cohen, Vice Chair

Joan L. Blair, PNP-BC 
Nemours/AI	duPont	Hospital	for	Children
Wilmington, DE
Specialty: Pediatric Nurse Practitioner; 
Pediatric Neurology

Deborah Briggs, MD 
Seton	Brain	and	Spine	Institute
Dell Medical School
Neurology
Austin, TX
Specialty: Neurology & Epilepsy

Anna W. Byars, PhD 
Cincinnati	Children’s	Hospital	Medical	Center
Cincinnati,	OH
Specialty: Neuropsychology

Kevin Chapman, MD 
Children’s	Hospital	Colorado
Denver,	CO
Specialty:  Pediatric Neurology & Epilepsy 

Harry T. Chugani, MD 
Nemours/Alfred	I.	duPont	Hospital	for	
Children
Pediatric Neurology
Wilmington, DE
Specialty: Pediatric Neurology & Epilepsy

Rohini Coorg, MD 
Texas	Children’s	Hospital/	Baylor	College	of	
Medicine
Pediatric Neurology
Houston,	TX
Specialty: Pediatric Neurology & Epilepsy

Elizabeth Jo Coombs, BSN, RN 
Pentec	Health	–	Renal	Nurse	Educator
Specialty: TSC nurse educator in Nephrology

Peter Crino, MD, PhD  
University of Maryland School of Medicine
Department of Neurology
Baltimore,	MD
Specialty: Adult Neurology & Epilepsy

Daniel Curry, MD 
Texas	Children’s	Hospital	/	Baylor	College	
of Medicine
Department of Neurosurgery
Houston,	TX
Specialty: Pediatric Neurosurgery

Steven DeRoos, MD
Helen	DeVos	Children’s	Hospital
Grand Rapids, MI
Specialty: Pediatric Neurology & Pediatrics

Petrus J. de Vries, MBChB, MRCPsych, PhD 
University of Cape Town
Department of Psychiatry and Mental 
Health
Child & Adolescent Psychiatry
Rondebosch, Cape Town
South Africa
Specialty: Developmental Neuropsychiatry



Iris Fried, MD 
Hadassah	Medical	Center,	The	Hebrew	
University
Jerusalem,	Israel
Specialty:	Pediatric	Oncology

Michael D. Frost, MD 
The Minnesota Epilepsy Group, P.A.
Saint Paul, MN 
Specialty: Pediatric Neurology & Epilepsy

Patricia A. Gibson, MSSW DHL ACSW 
Wake Forest University School of Medicine
Baptist	Medical	Center
Department of Neurology
Comprehensive Epilepsy Information Service
Winston Salem, NC
Specialty: Social Work

Tal Gilboa, MD 
Hadassah	Medical	Center
Jerusalem,	ISRAEL
Specialty: Pediatric Neurology and 
Developmental Pediatrics

Tanjala T. Gipson, MD 
The	Boling	Center	at	the	University	of	
Tennessee	Health	Science	Center	and	
LeBoheur	Children’s	Hospital
Memphis, TN
Specialty: Pediatrics, Pediatric Neurology, 
Neurodevelopmental disabilities 

Howard P. Goodkin, MD, PhD 
University of Virginia
Departments of Neurology and Pediatrics
Charlottesville, VA 
Specialty: Pediatric Neurology

Elizabeth Gosnell, DMD, MS 
Division of Pediatric Dentistry and 
Orthodontics
Cincinnati	Children’s	Hospital	Medical	Center
Cincinnati,	OH
Specialty: Pediatric Dentistry

Joannes (Joop) Grevelink, MD, PhD  
Boston	Dermatology	&	Laser	Center
Boston,	MA
Specialty: Dermatology

Ajay Gupta, MD 
Cleveland Clinic
Department of Neurology
Cleveland,	OH
Specialty: Pediatric Neurology & Epilepsy 

Daphne Hasbani, MD, PhD 
St.	Christopher’s	Hospital	for	Children
Philadelphia, PA
Specialty: Pediatric Neurology & Epilepsy

Elizabeth P. Henske, MD 
Brigham	and	Women’s	Hospital	
Harvard	Medical	School	
Boston,	MA	
Specialty:	Oncology

Orrin Devinsky, MD 
NYU	Epilepsy	Center
New	York,	NY	
Specialty: Neurology & Epilepsy

Kira A. Dies, ScM, CGC 
Boston	Children’s	Hospital
Boston,	MA
Specialty: Genetic Counselor 

Francis J. DiMario, Jr, MD 
Connecticut Children’s Medical Center
Division of Pediatric Neurology
Farmington, CT
Specialty: Pediatric Neurology & Pediatrics

Cornelia Drees, MD 
University	Hospital	Colorado
Department of Neurology
Aurora,	CO
Specialty: Neurology & Epilepsy

Michael S. Duchowny, MD 
Miami	Children’s	Hospital
Department of Neurology
Miami,	FL	
Specialty: Pediatric Neurology & Epilepsy

David W. Dunn, MD 
Riley	Hospital	for	Children
Indiana University School of Medicine 
Department of Neurology
Indianapolis, IN
Specialty: Pediatric Neurology & Psychiatry

Nancy J. Elling, RN, BSN, CPN 
Children’s National Medical Center
Department of Neurology
Fairfax, VA 
Specialty: Nursing (Neurology & Epilepsy)

Kevin C. Ess, MD, PhD 
Vanderbilt University
Department of Neurology
Nashville, TN 
Specialty: Pediatric Neurology & Epilepsy

David H. Ewalt, MD 
Urology Clinic of North Texas 
Dallas, TX 
Specialty: Urological Surgery

Francis M. Filloux, MD 
Primary	Children’s	Hospital	
Salt	Lake	City,	UT
Specialty: Pediatric Neurology, Pediatrics

J. Robert Flamini, MD 
PANDA Neurology
Atlanta, GA
Specialty: Pediatric Neurology

David Neal Franz, MD 
Children’s	Hospital	Medical	Center
Department of Neurology
Cincinnati,	OH	
Specialty: Pediatric Neurology & Epilepsy

Collin Hovinga, PharmD, MS, FCCP 
Dell Children’s Medical Center
University of Texas Austin
Austin, TX
Specialty: Pharmacology, Epidemiology, 
Clinical Research

John Hulbert, MD 
Urologic Physicians, P.A.
Edina, MN 
Specialty: Urological Surgery

Monica P. Islam, MD 
Nationwide	Children’s	Hospital
Ohio	State	University
Columbus,	OH
Specialty: Pediatric Neurology 

Laura A. Jansen, MD, PhD 
University of Virginia at Charlottesville
Charlottesville, VA
Specialty: Pediatric Neurology; Epilepsy

Anna Jeong, MD 
Ann	&	Robert	H.	Lurie	Children’s	Hospital	of	
Chicago
Chicago,	IL
Specialty: Pediatric Neurology; Epilepsy

Shafali Spurling Jeste, MD 
UCLA	Semel	Institute/Neuropsychiatric	
Institute
Los	Angeles,	CA
Specialty: Developmental Neurology/ 
Autism

Karen C. Keough, MD 
Dell Children’s Medical Center
Austin, TX
Specialty: Pediatric Neurology, Epilepsy

Bryan H. King, MD 
Children’s	Hospital
Department of Psychiatry
Seattle, WA
Specialty: Child Psychiatry 

Mary Kay Koenig, MD 
University	of	Texas	Health	Science	Center
Houston,	TX
Specialty: Pediatric Neurology

Susan Koh, MD 
University of Colorado
Division of Pediatric Neurology
Denver,	CO
Specialty: Pediatric Neurology & Epilepsy 

Michael Kohrman, MD 
Akron	Children’s	Hospital
Department of Neurology
Akron,	OH
Specialty: Pediatric Neurology, Epilepsy and 
Sleep Medicine
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Frank McCormack, MD 
University of Cincinnati School of Medicine
Pulmonary Division
Cincinnati,	OH	
Specialty: Pulmonology 

Patricia E. McGoldrick, PNP, MPA 
Mount	Sinai	Beth	Israel	Roosevelt	
New	York,	NY
Specialty: Pediatric Nurse Practitioner 
(Neurology & Developmental Disabilities)

Kimberly Parker Menzer, ANP-BC, GNP-BC 
New	York	University	Langone	Medical	
Center
New	York,	NY
Specialty: Adult Primary Care and Geron-
tological Nurse Practitioner (Neurology, 
Epilepsy)

Anne Marie Michon, MSN, RN, CPNP-PC 
Beaumont	Children’s	Hospital
Department of Pediatric Epilepsy
Royal	Oak,	MI
Specialty: Certified Pediatric Nurse 
Practitioner; Pediatric Epilepsy

Ian O’Neil Miller, MD 
Miami	Children’s	Hospital
Department of Neurology
Miami,	FL
Specialty: Pediatric Neurology & Epilepsy

Greg Mlynarczyk, DDS 
Santa Rosa Dentistry
Santa Rosa, CA 
Specialty: Dentistry

Joel Moss, MD, PhD 
National	Heart,	Lung,	and	Blood	Institute,	
National	Institutes	of	Health
Bethesda,	MD
Specialty: Pulmonology

Srishti Nangia, MD 
New	York	Presbyterian/Weill	Cornell	
Medical Center 
Division of Child Neurology
New	York,	NY
Specialty: Pediatric Neurology & Epilepsy

Vinodh Narayanan, MD 
APNNA- Arizona Pediatric Neurology & 
Neurogenetics Associates
Phoenix, AZ
Specialty: Pediatric Neurology, 
Neurogenetics

Katherine L. Nathanson, MD 
University of Pennsylvania
Department of Medicine
Philadelphia, PA
Specialty: Clinical Genetics

Bruce Korf, MD, PhD 
University	of	Alabama	Birmingham
Birmingham,	AL	
Specialty: Genetics and Neurology 

Darcy A. Krueger, MD, PhD 
Cincinnati	Children’s	Hospital	Medical	Center
Cincinnati,	OH
Specialty: General Neurology, Tuberous 
Sclerosis Complex

Carrie L. Krupitsky, RN, FNP 
UCSF	Benioff	Children’s	Hospital	Oakland
Department of Neurology
Oakland,	CA
Specialty: Family Nurse Practitioner

Rachel Kuperman, MD 
UCSF	Benioff	Children’s	Hospital	Oakland
Department of Neurology
Oakland,	CA
Specialty: Pediatric Neurology & Epilepsy

David J. Kwiatkowski, MD, PhD 
Genetics	Lab,	Hematology	Division
Brigham	and	Women’s	Hospital
Harvard	Medical	School
Boston,	MA	
Specialty: Genetic Research

Scheherazade Le, MD  
Stanford University and Clinics
Department of Neurology
Stanford, CA
Specialty: Neurology & Epilepsy

Ki Hyeong Lee, MD 
Florida	Hospital	for	Children
Orlando,	FL
Specialty: Pediatric Neurology & Epilepsy

Aimee Luat, MD 
Children’s	Hospital	Michigan
Pediatric Neurology
Detroit, MI
Specialty: Pediatric Neurology & Epilepsy

Fatema Malbari, MD 
Children’s	Hospital	at	Montefiore
Bronx,	NY
Specialty: Pediatric Neurology

Miguel A. Materin, MD 
Duke University Eye Center
Durham, NC
Specialty:	Ophthalmic	Oncology

Julie A. Matsumoto, MD, FACR 
Department of Radiology and Medical
 Imaging
University	of	Virginia	Health	System
Charlottesville, VA  
Specialty: Neuroradiology

William McClintock, MD 
Children’s National Medical Center
Department of Neurology
Fairfax, VA 
Specialty: Pediatric Neurology 

Hope Northrup, MD 
The University of Texas Medical School at 
Houston
Department of Pediatrics, Division of 
Medical Genetics
Houston,	TX	
Specialty: Pediatrics & Genetics

Iris Noyman, MD 
Soroka Medical Center affiliated with 
Ben	Gurion	University	of	the	Negev
Be’er	Sheva,	Israel
Specialty: Pediatric Neurology; Epilepsy

Patricia (Patti) Ogden, APN, MSN 
University of Chicago
Department of Pediatric Neurology
Chicago,	IL
Specialty: Nurse practitioner, Epilepsy, 
Vagus Nerve Stimulation (Interrogation & 
Programming)

Olugbenga Olowokure, MD 
Department of Internal Medicine
University of Cincinnati Medical Center
Cincinnati,	OH
Specialty:	Hematology-Oncology,	
Gastrointestinal Cancer, Neuroendocrine 
Tumors

Neha J. Patel, MD 
American	Family	Children’s	Hospital
Madison, WI
Specialty: Pediatric Neuro-oncology

Elahna Paul, MD, PhD 
Massachusetts	General	Hospital
Pediatric Nephrology Associates
Boston,	MA
Specialty: Pediatric Nephrology

M. Scott Perry, MD 
Cook	Children’s	Hospital
Department of Neurology
Ft. Worth, TX
Specialty: Pediatric Neurology

Donald J. Phillips, MD, MPH
Beaumont	Children’s	Hospital
Oakland	University	William	Beaumont	
School of Medicine
Royal	Oak,	MI
Specialty:Pediatric Epilepsy, Neurology, 
Clinical Neurophysiology

Brenda E. Porter, MD, PhD 
Stanford University School of Medicine
Division of Child Neurology
Stanford, CA
Specialty: Pediatric Neurology & Epilepsy

Surya P. Redman, MD 
Texas	Children’s	Cancer	&	Hematology	
Centers
Houston,	TX
Specialty:	Hematology-Oncology



James J. Riviello, Jr, MD 
New	York-	Presbyterian/Columbia	
University Medical Center
Department of Neurology
New	York,	NY
Specialty: Pediatric Neurology & Epilepsy

E. Steve Roach, MD 
Ohio	State	University
Department of Neurology
Columbus,	OH
Specialty: Pediatric Neurology 

Robb Romp, MD 
Division of Pediatric Cardiology
University of Alabama
Children’s Alabama
Birmingham,	AL
Specialty: Pediatric Cardiology

Mustafa Sahin, MD, PhD 
Boston	Children’s	Hospital
Department of Neurology
Boston,	MA
Specialty: Pediatric Neurology

Joshua A. Samuels, MD, MPH 
University of Texas Medical School at 
Houston
Department of Pediatrics
Houston,	TX
Specialty: Pediatric Nephrology and 
Hypertension

Joo Hee Seo, MD, MSc 
Florida	Hospital	for	Children
Orlando,	FL
Specialty: Pediatric Neurology & Epilepsy

W. Donald Shields, MD 
University	of	California,	Los	Angeles
Division of Pediatric Neurology
Los	Angeles,	CA
Specialty: Pediatric Neurology & Epilepsy

Eric B. J. Ségal, MD  
Northeast Regional Epilepsy Group (NEREG) 
Comprehensive TS Clinic
Hackensack,	NJ
Specialty: Pediatric Neurology, Epilepsy

Mary T. Silvia, MD 
Wake	Forest	Baptist	Medical	Center
Department of Neurology
Winston-Salem, NC
Specialty: Pediatric Neurology, Clinical 
Neurophysiology, Epilepsy

Marcio A. Sotero de Menezes, MD 
Swedish Neuroscience Institute
Pediatric Neuroscience Center
Seattle, WA
Specialty: Pediatric Neurology & Epilepsy

William G. Ward, MD 
Novant	Health	Orthopedics	&	Sports	
Medicine 
Winston-Salem, NC 
Specialty:	Orthopedic	Surgery

Howard Weiner, MD 
Texas	Children’s	Hospital
Baylor	College	of	Medicine
Department of Neurosurgery
Houston,	TX
Specialty: Neurosurgery

James W. Wheless, MD 
LeBonheur	Children’s	Hospital
Pediatric Neurology
University of Tennessee
Memphis, TN
Specialty: Pediatric Neurology & Epilepsy

Shelley Williams, MD 
Children’s	Hospital
Department of Neurology
Pittsburgh, PA
Specialty: Pediatric Neurology & Epilepsy

David S. Wolf, MD, PhD  
Children’s	Healthcare	of	Atlanta/Emory	
University
Atlanta, GA
Specialty: Pediatric Neurology & 
Neuro-oncology

Steven M. Wolf, MD 
Mount	Sinai	Beth	Israel	Roosevelt	
New	York,	NY
Specialty: Pediatric Neurology & Epilepsy

Matthew Wong, MD 
Wake	Forest	Baptist	Medical	Center
Department of Neurology
Winston-Salem, NC
Specialty: Neurology, Clinical 
Neurophysiology, Epilepsy

Michael Wong, MD, PhD 
Washington University School of Medicine
Department of Neurology
St.	Louis,	MO
Specialty: Pediatric Neurology & Epilepsy

Joyce Y. Wu, MD 
University	of	California,	Los	Angeles
Division of Pediatric Neurology
Los	Angeles,	CA
Specialty: Pediatric Neurology & Epilepsy

Kai-Feng Xu, MD 
Peking	Union	Medical	College	Hospital
Division of Respiratory Medicine
Beijing,	China
Specialty: Pulmonology

Steven P. Sparagana, MD 
Texas	Scottish	Rite	Hospital	for	Children
Department of Neurology
Dallas, TX
Specialty: Pediatric Neurology

Suzanne M. Strickland, MD 
Medical College of Georgia
Georgia Regents University
Department of Child Neurology
Specialty: Pediatric Neurology & Epilepsy

Katherine Taub, MD 
Children’s	Hospital	of	Philadelphia	(CHOP)
Philadelphia, PA
Specialty: Pediatric Neurology & Epilepsy

Joyce Teng, MD, PhD 
Lucile	Packard	Children’s	Hospital	Stanford
Palo Alto, CA
Specialty: Dermatology

Elizabeth A. Thiele, MD, PhD 
Massachusetts	General	Hospital
Department of Neurology
Boston,	MA	
Specialty: Pediatric Neurology & Epilepsy

James H. Tonsgard, MD 
The University of Chicago Medicine 
Comer	Children’s	Hospital
Chicago,	IL
Specialty: Pediatric Neurology

Zulma S. Tovar-Spinoza, MD 
SUNY	Upstate	Medical	University
Syracuse,	NY
Specialty: Pediatric Neurosurgery

Lily Hoang Tran, MD 
Children’s	Hospital	Orange	County
Orange,	CA
Specialty: Pediatric Neurology & Epilepsy

Doris A. Trauner, MD 
Rady	Children’s	Hospital	San	Diego
UC San Diego School of Medicine
Specialty: Pediatric Neurology, 
Neurodevelopmental Disabilities

Michal Tzadok, MD  
Safra	Children’s	Hospital
Sheba Medical Center
Tel	Hashomer,	ISRAEL
Specialty: Pediatric Neurology

Katherine Van Poppel, MD 
Carolinas Pediatric Neurology 
Center-Concord
Concord, NC
Specialty: Pediatric Neurology & Epilepsy

Keith K. Vaux, MD 
Rady	Children’s	Hospital	San	Diego
Division of Medical Genetics
San Diego, CA
Specialty: Medical Genetics & 
Dysmorphology
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Raymond Yeung, MD 
University of Washington School of 
Medicine
Division of Surgery and Medical Genetics
Seattle, WA 
Specialty: Surgery

Lisa R. Young, MD 
Vanderbilt University
Nashville, TN
Specialty: Pediatric Pulmonology

Li-Ping Zou, MD, PhD 
People’s	Liberation	Army	General	Hospital
Department of Pediatrics
Bejing,	China
Specialty: Pediatric Neurology

Mary L. Zupanc, MD 
Children’s	Hospital	Orange	County
Orange,	CA
Specialty: Pediatric Neurology & 
Epilepsy 

International Scientific 
Advisory Board

Brendan Manning, PhD, Chair
Department of Genetics and Complex 
Disease
Harvard	School	of	Public	Health
Boston,	MA

John Blenis, PhD
Department of Pharmacology
Weill Cornell Medical College
New	York,	NY

Peter Crino, MD, PhD
Department of Neurology
University of Maryland School of Medicine
Baltimore,	MD

Petrus J. de Vries, MBChB, MRCPsych, PhD
Sue Struengmann Professor of Child and 
Adolescent Psychiatry
University of Cape Town
Rondebosch, Cape Town, South Africa

Howard Goodkin, MD, PhD
Department of Neurology
University of Virginia
Charlottesville, VA

Luciana Amaral Haddad, MD, PhD
Departamento	de	Genética	e	Biologia	
Evolutiva
Universidade de São Paulo
São	Paulo,	Brazil

Elizabeth P. Henske, MD
Brigham	and	Women’s	Hospital
Harvard	Medical	School
Boston,	MA

Gregory Holmes, MD
Chair, Department of Neurological Sciences
University of Vermont School of Medicine
Burlington,	VT

Chris Kingswood, MD
Brighton	&	Sussex	University	Hospitals	Trust
Renal Unit
Brighton,	UK

David Kwiatkowski, MD, PhD
Professor of Medicine
Brigham	&	Women’s	Hospital	&	Harvard	
Medical School
Boston,	MA

Richard Lamb, PhD
Calgary University
Calgary, Canada

David Mowat MBBS, MRCGP, DRACOG, 
FRACP
Senior Staff Specialist
Clinical Geneticist
Sydney	Children’s	Hospital
Sydney, Australia

Hope Northrup, MD
Professor of Pediatrics
Director, Division of Medical Genetics
University	of	Texas–Houston
Houston,	TX

Mustafa Sahin, MD, PhD
Department of Neurology
Children’s	Hospital/Harvard
Boston,	MA

Julian Sampson, DM, DM, FRCP, FMedSci
Professor	and	Head	of	Department,	
Medical Genetics
Institute of Medical Genetics
Wales College of Medicine
Cardiff University
Cardiff,	Wales,	UK

Andrew Tee, PhD
Medical Genetics
Institute of Medical Genetics
Wales College of Medicine
Cardiff University
Cardiff,	Wales,	UK

Michael Wong, MD, PhD
Department of Neurology
Washington University School of Medicine
St.	Louis,	MO

Raymond Yeung, MD
Department of Surgery
University of Washington
Seattle, WA

Hongbing Zhang, MD, PhD
Institute	of	Basic	Medical	Sciences
Chinese Academy of Medical Sciences
Peking Union Medical College
Beijing,	China
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FUNDRAISING:
14%

COMMUNITY
OUTREACH &
ADVOCACY:

26%

RESEARCH:
50%

ADMINISTRATIVE:
10%

GRANTS:
42%

CONTRACTS:
12%

MAJOR DONORS:
15%

SPECIAL
EVENTS:

26%

CONTRIBUTIONS:
5%

Operating 
Revenue
Sources 
2016

Operating 
Expenses 
2016

NOTE: These are the stand-alone revenues of the TS Alliance. NOTE: These are the stand-alone expenses of the TS Alliance

The TS Alliance annually engages a certified public accounting 
firm to conduct an independent audit of its operations. The 
current year’s auditors completed their 2016 audit and submitted 
an unmodified opinion to the TS Alliance Board of Directors. The 
complete audited financials are on file with the TS Alliance or 
available on its website. To obtain a copy, please call (800) 
225-6872 or download at www.tsalliance.org. This summary was 
prepared from the audited consolidated statements of the TS 
Alliance and the TS Alliance Endowment Fund. The relationship of 
the organizations requires consolidation per generally accepted 
accounting principles in the United States. Supporting services 
reflected in the consolidated statements of activities include 
services for both the TS Alliance and the TS Alliance Endowment 
Fund. The Endowment Fund may experience gains or losses on its 
investments. In 2016 there was a net gain and in 2015, a net loss 
on investments, contributing to the total change in net assets on a 
consolidated basis for each of those years. On a stand alone basis, 
operations of the TS Alliance generated a positive change in net 
assets of $315,122 in 2016 and $97,846 in 2015.  

National Tuberous Sclerosis Association & Affiliate

Consolidated Statements of Financial Position    •    December 31, 2016 and 2015

As of December 31, 2016 2015

Assets
 Current Assets
  Cash and cash equivalents  $       1,975,799       $    2,767,106   
  Short-term investments        779,808          762,809  
  Accounts receivable       262,025          2,548  
  Promises to give - current portion         683,294         242,500  
  Prepaid expenses and other assets        182,942          110,268 
 
   Total current assets        3,883,868         3,885,231  

 Long-term investments         5,214,829          4,689,245  
 Property and equipment        190,332         146,437
 Promises to give - non-current portion      797,694    73,697

Total assets   $       10,086,723      $    8,794,610  

Liabilities and Net Assets
Liabilities
 Current liabilities
  Accounts payable and accrued expenses $       320,774      $    37,692  
  Accrued compensation       203,109           148,301     
  Deferred rent and lease incentive - current portion      22,318       19,525 
  Gift annuity obligations - current portion      12,530      12,530 
  Deferred revenue - current portion   39,476   -

   Total current liabilities        598,207          218,048   

 Deferred rent and lease incentive - non-current portion       60,584        82,903 
 Gift annuity obligations -  non-current portion        69,228        73,048
 Deferred revenue - non-current portion     92,500   -

   Total liabilities         820,519             373,999  

Net assets 
 Unrestricted  
  Undesignated  520,953       1,002,282  
  Designated        4,782,158       4,641,486

   Total unrestricted        5,303,111          5,643,768  

 Temporarily restricted        3,083,649          1,897,399  
 Permanently restricted      879,444       879,444 

   Total net assets        9,266,204           8,420,611  

Total liabilities and net assets $        10,086,723      $    8,794,610 



National Tuberous Sclerosis Association & Affiliate

Consolidated Statements of Activities

  Temporarily Permanently 2016 2015
 Unrestricted Restricted Restricted Total Total

Revenue and Support
 Special Events  $  1,358,381    $  93,378    $ -   $  1,451,759    $ 1,582,972
 Cost of direct benefits to donors    (120,399)          (120,399)    (147,075)
  Special events, net        1,237,982      93,378     -     1,331,360     1,435,897  
 Contributions         660,830      2,522,483        3,183,313     1,763,224 
 Contracts      629,254          629,254     380,405 
 Interest and dividends           99,808      18,040        117,848     327,840
 Conferences       -        -    98,408
 Memorials and honoraria        64,898      4,486        69,384     97,218  
 Federated funding        39,193          39,193     49,688    
 Other income        2,351          2,351     1,404
 Loss on disposal of fixed assets  (1,900)      (1,900)
 Net assets released from restrictions         1,526,124     (1,526,124)    -  -

  Total revenue and support        4,258,540      1,112,263     -     5,370,803     4,154,084    

Expenses
 Program services
  Research        2,469,977          2,469,977     1,706,805 
  Family services         805,022          805,022     608,533    
  Public health education        293,296          293,296     364,102   
  Government relations        146,913          146,913     126,441    
  Professional education        64,997          64,997     40,042
 
   Total Program Services        3,780,205     -    -     3,780,205     2,845,923     
 Supporting Services
  Fundraising        640,458          640,458     593,713   
  Management and general        528,105          528,105     506,928  
   Total supporting services        1,168,563     -    -     1,168,563     1,100,641    
   Total expense        4,948,768     -    -     4,948,768     3,946,564    
    Change in net assets   
    from operations      (690,228)    1,112,263     -     422,035     207,520
           Net gain (loss) 
           on investments       349,571     73,987       423,558    (407,455)

Change in net assets       (340,657)    1,186,250     -     845,593    (199,935)   

 Net assets, beginning of year        5,643,768      1,897,399     879,444     8,420,611     8,620,546   

Net assets, end of year  $  5,303,111    $  3,083,649    $ 879,444   $  9,266,204    $ 8,420,611    
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